Background
==========

In the last decade, patient-centeredness has gained in importance,[@b1-ppa-8-1153],[@b2-ppa-8-1153] including policies to promote patient-centered care at the level of legislation and regulation of health care.[@b3-ppa-8-1153] In the USA, the Institute of Medicine postulated patient-centeredness to be one of six aims for improvement in the US health care system.[@b4-ppa-8-1153],[@b5-ppa-8-1153] The importance of patient-centered care has also been stressed by the 2010 Patient Protection and Affordable Care Act.[@b6-ppa-8-1153] This led to the formation of the Patient-Centered Outcomes Research Institute, which has funding opportunities for research on patient-centeredness (<http://www.pcori.org>). In the UK, patient-centered care has been pushed forward by the Public and Patient Experience and Engagement Division set up by the Department of Health.[@b7-ppa-8-1153] In Germany, the Federal Ministry of Education and Research, together with the German statutory pension insurance scheme, the associations for statutory health insurance schemes, and the association for private health insurance funds, launched a large research priority program on patient-centeredness and chronic diseases. This ongoing research program started in 2007 and has a total funding volume of over 20 million euro for 77 research projects. The program focuses on three main topics in relation to patient-centeredness: research on patient information, efficient training programs for chronically ill patients, and patient-centered design of care.

In light of this vast amount of ongoing research on patient-centeredness and its prominent position on the political agenda, it might seem intuitively logical that the theoretical conceptualization of what constitutes patient-centeredness is clear. However, when looking closely at existing conceptual work, one can see that several models exist and describe various dimensions of patient-centeredness. For example, while Stewart et al[@b8-ppa-8-1153],[@b9-ppa-8-1153] describe six elements of the patient-centered method (eg, understanding the whole person, finding common ground), Mead and Bower[@b10-ppa-8-1153],[@b11-ppa-8-1153] include five key dimensions of patient-centeredness in their model (eg, the biopsychosocial perspective, the therapeutic alliance). At the same time, Epstein et al[@b12-ppa-8-1153] postulate four domains of patient-centered communication (eg, helping patients to share power and responsibility by involving them in choices to the degree that they wish), and Ouwens et al[@b13-ppa-8-1153] include eight domains of patient-centered care (eg, access to care, emotional and psychosocial support). However, these models are broad, and the existing literature reveals a lack of theoretical and conceptual clarity regarding the term "patient-centeredness".[@b14-ppa-8-1153] This results in a heterogeneous use of the term,[@b15-ppa-8-1153] with unclear measurement dimensions and measurement instruments.[@b16-ppa-8-1153]--[@b18-ppa-8-1153] Hence, research results regarding the effectiveness of interventions to promote patient-centeredness, found by such various measurement scales, are inconsistent.[@b19-ppa-8-1153],[@b20-ppa-8-1153] This can be seen as a barrier to the implementation of patient-centered care into routine practice,[@b21-ppa-8-1153] which is so much called for on the policy level.

It remains unclear whether this theoretical and conceptual ambiguity is also found within the German context. If so, this would limit the impact of German research on the concept, as it would render comparison of results very difficult, both within the research program and internationally. Furthermore, it is not known if current research projects on patient-centeredness in Germany root their work in prominent models described in the international literature.[@b8-ppa-8-1153]--[@b13-ppa-8-1153],[@b22-ppa-8-1153] This is particularly unclear, as the German language has two different terms for patient-centeredness, ie, "Patientenorientierung" (literal translation "patient orientation") and "Patientenzentrierung" (which is closer to the English term). While German publications from the 70s and 80s often refer to "Patientenzentrierung",[@b23-ppa-8-1153],[@b24-ppa-8-1153] the more recent literature mainly uses the term "Patientenorientierung".[@b25-ppa-8-1153]

Thus, the aim of this study was to assess how scientific experts in Germany define patient-centeredness, which dimensions they include in the concept, and how they would operationalize these dimensions. Furthermore, we wanted to know which English term they would use to translate the German term "Patientenorientierung" and which literature on patient-centeredness they consider most important.

Materials and methods
=====================

Participants
------------

We invited all staff members (n=136) of projects funded within the German research priority program on patient-centeredness and chronic diseases by email to participate in the study. This included all principal investigators, project coordinators, research associates, and post-graduate research assistants involved in these projects. We chose this sample because they are conducting studies explicitly labeled as research on patient-centeredness (purposive sampling).

Data collection
---------------

Informal discussions among colleagues in the research program had revealed reluctance to discuss such a "vague topic" in personal interviews. Therefore, we chose an online survey as a method of data collection to assure anonymity and confidentiality to the participants. We conducted the online survey data collection using EFS Survey 8.1 software from November to December 2011. During this period of time, we sent two reminders by email to all invited participants (2 and 4 weeks after the start of data collection). The survey consisted of several open-ended questions on patient-centeredness (see [Table 1](#t1-ppa-8-1153){ref-type="table"}) as well as questions regarding demographic characteristics of the participants.

Data analysis
-------------

We (IS, JZ, JD) analyzed the data yielded from survey questions 1 to 3 using the method of conventional content analysis,[@b26-ppa-8-1153] also described under the term of inductive category development.[@b27-ppa-8-1153] This method is considered appropriate when existing theory or research literature on a phenomenon is limited or fuzzy.[@b26-ppa-8-1153] As outlined above, this is the case for patient-centeredness. In a first step, one member of the research team (JZ) read the text and divided it into units. This team member (JZ) developed inductive categories from the material, leading to a first draft of the coding sheet. In a next step, we (IS, JZ, JD) discussed the coding sheet, leading to a revision. Next, two authors (IS, JD) used this revised coding sheet to code the data again independently. In a last step, discrepancies in coding were resolved by reviewing together the units in question (IS, JZ, JD). The few units that were mentioned only once were coded as "other". Analysis was stopped when consensus was reached. We analyzed survey questions 4 and 5 as well as demographic data using simple descriptive statistics. Furthermore, the answers given to question 5 were classified into three categories: references focusing exactly on patient-centeredness (eg, term was included in title and abstract), work concentrating on a single aspect of patient-centeredness, and literature on a broader topic. Statistical analyzes were performed using PASW Statistics version 18 (SPSS Inc, Chicago, IL, USA).

Results
=======

Sample characteristics
----------------------

Thirty-eight of the 136 invited experts filled in the survey, leading to a response rate of 28%. The characteristics of the participants are displayed in [Table 2](#t2-ppa-8-1153){ref-type="table"}. Half of them (53%) were female. On average they were 43 years old. Most had a background in psychology (66%), and the others had a background in either sociology (18%) or medicine (16%).

Meaning of patient-centeredness
-------------------------------

The coding process on the meaning of patient-centeredness (see question 1 in [Table 1](#t1-ppa-8-1153){ref-type="table"}) resulted in ten categories. The categories were classified into two broad groups that surfaced in the data: those referring to the micro level of care (ie, categories that describe patient-centeredness inside and around the patient-clinician encounter), and those referring to the meso or macro level of care (ie, categories that describe patient-centeredness on institutional, health policy, or health care system levels). The ten categories are displayed in [Figure 1](#f1-ppa-8-1153){ref-type="fig"}. On average, each expert's answer could be classified into three categories (range 1--6).

### Patient-centeredness on the micro level of care

The elements that were named most often by health services researchers can be classified into the category of patient as a unique person (n=26). This means that the patient-centered clinician should elicit and respond to the goals, values, needs, wishes, and fears of each individual patient. Furthermore, the clinician should ask the patient about his or her perspectives on the illness and his or her expectations and subsequently use this information for the treatment or management of the disease.

> The clinician actively assesses the wishes, perspectives and concerns of the patient and uses them as a basis for the following consequences (eg, treatment, prescription). (Participant 2)

The second most often described category was involvement in decision-making (n=20). In patient-centered care, the patient should be involved in decisions about his or her medical treatment to the degree that he or she wishes. This ranges from a paternalistic approach to decision-making to informed decision-making, with shared decision-making being the middle ground, depending on the patient's preference for involvement.

> Involvement of the patient in all medical steps of his or her treatment that is tailored to his or her wish for involvement. (Participant 29)

The third most named aspects of patient-centeredness were categorized as patient information (n=15). In a patient-centered approach, the clinician should inform the patient in a way that is tailored to the patient's needs and cognitive capacities. Information must be given in a transparent and understandable way.

> Tailoring the information regarding quantity and language to the needs and abilities of the patient. (Participant 16)

The next facets described by the participants (n=12) can be classified as essential characteristics of the clinician. This category includes the clinician's readiness to see the patient as an equal partner, to show empathy and emotional support, and to be able to reflect on himself/herself as a clinician.

> Acknowledging that the patient is an equal dialogue partner \[in the medical consultation\] and taking him or her seriously. (Participant 20)

Furthermore, several experts (n=9) named facets of patient-centeredness that can be integrated into the category called biopsychosocial perspective. This relates to understanding the patient and his or her illness within a broader context (eg, family, social network, employment, life history, and cultural background) and seeing the patient as a whole person.

> \[It\] requires a comprehensive assessment of the patient's personal and surrounding environment. (Participant 24)

As a last category on the level of the micro system, several participants (n=8) described elements of the category known as patient empowerment. The clinician should encourage the patient's self-management capacities and support the patient's autonomy. This should include patient training and education programs.

> Encouraging \[the patient\] to take responsibility and engage in self-management. (Participant 6)

### Patient-centeredness on the meso and macro levels of care

The last four categories that emerged from the data refer to the meso or macro level of care. They were mentioned both less frequently and in less detail. The first of them is individualized services (n=8). This involves medical services that are tailored to different patient groups as well as offering a broad variety of support services.

> Offering target-group-specific services (eg, for elderly patients, patients with a migrant background, lower-income groups). (Participant 29)

Furthermore, a few participants (n=6) indicated the importance of patient-reported outcomes to be part of patient-centered care. This includes the assessment of the patient's quality of life and satisfaction with care and using this information to improve care. Another aspect of this category is that patient-reported outcomes should play a central role in research.

> Using studies that illuminate the patients' perspectives (eg, what is important for patients in their therapy?) and not only \[using\] efficacy studies that proceed objectively (external observation). (Participant 2)

A small number of participants (n=5) briefly mentioned aspects that can be categorized into involvement in health policy. This category describes the participation of patients and community members in health policy decisions, plans, and actions that are undertaken to make the health care system more patient-centered.

> Participation of patients/community and their representatives in processes that can influence medical care (eg, financing, range of services, guidelines) on the level of service and care providers \[...\] and \[on the level of\] legislation. (Participant 29)

Finally, a range of aspects that fall into the category of coordination and teamwork were identified a few times (n=4). This category includes the culture within a medical facility and the interaction between team members (eg, communication and coordination processes).

> The conditions within a medical facility (structures, interaction and culture within the teams and within the clinic) \[facilitate\] the implementation of patient-centered care (eg, information, communication and coordination processes with the team, the clinic or the practice). (Participant 21)

Dimensions of patient-centeredness and their operationalizations
----------------------------------------------------------------

When participants were asked to name directly the dimensions of patient-centeredness (see question 2 in [Table 1](#t1-ppa-8-1153){ref-type="table"}), they described approximately the same dimensions that were found in the categories regarding the micro system of care described above (see section on Patient-centeredness on the micro level of care). However, the frequency of mentions was slightly different, with most participants (n=18) naming involvement in decision-making. In general, there was a larger heterogeneity of given answers with several dimensions that were mentioned only by one participant. The question on how to operationalize each of the named dimensions (see question 3 in [Table 1](#t1-ppa-8-1153){ref-type="table"}) yielded a very large amount of heterogeneous suggestions. However, although asked to map each operationalization on its respective dimension, many of the operationalizations given could not be clearly classified into a certain dimension, ie, were vague and ambiguous. For example, one participant gave the following explanation for operationalization of involvement in decision-making:

> Several operationalizations are possible! (Participant 9).

Translation into English
------------------------

The translations of the German term "Patientenorientierung" into English are displayed in [Table 3](#t3-ppa-8-1153){ref-type="table"}. One third of the participants translated it as patient-centeredness, which would be considered the most appropriate translation, as it is the term most recognized in the international literature. Another third used the more literal, but internationally less frequently used term, patient orientation. Twenty-one percent of the translations were different altogether (eg, shared decision-making, empowerment) and 14% did not give a translation at all.

Main references
---------------

Twenty-seven of the 38 participants (71%) gave a reference of work that they considered most important for the concept of patient-centeredness. Each of the 27 reported citations was only given by one participant. Fifteen (55%) of those references were in English, while the other 12 (45%) were in German. The analysis of those citations revealed that ten of the 27 references (37%) were focusing exactly on patient-centered care. Those references, both in German and English, are often cited in the literature on patient-centeredness, eg, the work of Stewart et al,[@b8-ppa-8-1153] Mead and Bower,[@b10-ppa-8-1153],[@b11-ppa-8-1153] and Gerteis et al.[@b22-ppa-8-1153] There was a second category of references given, eight in total (30%), which rather focused on one single, specific aspect of patient-centeredness. This includes several papers on shared decision-making (eg, Scheibler[@b28-ppa-8-1153]) and on patient empowerment (eg, Aujoulat et al[@b29-ppa-8-1153]). Furthermore, a third category of citations named by nine participants (33%) has a much broader topic, eg, on general and family medicine[@b30-ppa-8-1153] or on communication in general.[@b31-ppa-8-1153]

Discussion
==========

This study aimed to assess how researchers working in the field of patient-centeredness in Germany conceptualize patient-centeredness. The definitions given could be classified into ten categories. The ten dimensions identified in this study seem to be interrelated rather than completely independent, which has also been described in the literature.[@b1-ppa-8-1153],[@b10-ppa-8-1153] For example offering individualized services (mapped onto the meso and macro level of care) is certainly related to taking into account each person's uniqueness (mapped onto the micro level of care). In summary, the results show a certain degree of "shared meaning" regarding the concept of patient-centeredness, especially regarding the micro level of care. However, they also indicate a considerable amount of "surplus meaning", which can be seen as an indicator for the fuzziness of a theoretical concept.[@b32-ppa-8-1153] This is especially the case for the operationalization of the concept's dimensions, where there is almost no consensus between experts to a point where it was hard to interpret the data. When comparing the ten categories that emerged from the data with the models of patient-centeredness described in the literature, it can be seen that the six categories found to describe patient-centeredness on the micro level of care are similar to the five conceptual dimensions identified in the prominent model of Mead and Bower.[@b10-ppa-8-1153] Their model is also a model that focuses on the patient-physician interaction, ie, the micro level of care. Another highly cited model that concentrates on the individual clinician is the one developed by Stewart et al[@b8-ppa-8-1153] which describes the "patient-centered clinical method". The heterogeneity regarding the other categories that emerged from the data (especially regarding the meso and macro levels of care) reflects the international literature on patient-centeredness. While much conceptual work describes patient-centered care on the micro level, many prominent models (eg, Stewart et al[@b8-ppa-8-1153] and Mead and Bower[@b10-ppa-8-1153]) do not address the broader health care system. This could explain why aspects of patient-centeredness relating to the broader health care system (rather than the micro level of care) were less frequently found in the results. Only few prominent models do have a broader focus, like the framework developed by the Picker Institute on the basis of the work of Gerteis et al.[@b22-ppa-8-1153] The heterogeneity of the answers given by the participants can also be explained by the references they listed as important to them. Each of the 27 citations provided in the survey was a different one. Thus, their divergent answers reflect the fuzziness found in the literature. However, the references given by the experts also suggest that sometimes only a certain dimension of patient-centeredness is taken into consideration (eg, shared decision-making). A possible explanation could be that researchers focus more on specific aspects of patient-centered care than looking at the broader meaning of patient-centeredness. Furthermore, the fact that about one third of the respondents did not cite a reference at all might be an indicator that they felt unsure which reference is best.

The results for the translation of the German word "Patientenorientierung" into English indicate that there is some confusion or uncertainty regarding the appropriate English terminology. This finding is important as it has serious consequences: it makes it both more difficult for German researchers to find international literature on patient-centeredness (ie, by only using the term "patient orientation" and not "patient-centeredness" in the database search) and to internationally disseminate their own results on patient-centeredness. It is possible that similar translation difficulties occur in other languages. This can also entail that work by English native speakers is not picked up in different parts of the world, as a consequence of wrong search terms and terminology. This should be assessed in future research.

A strength of this study is that, to our knowledge, it is the first study in Germany examining this specific question. It is therefore an important step toward more conceptual and theoretical work on patient-centeredness, which has been called for by many, eg, Epstein et al.[@b12-ppa-8-1153]

The main limitation of this study is related to the data collection method. Written online surveys might not be the most appropriate method to assess detailed expert information on a complex topic such as patient-centeredness. Personal interviews might have given more detailed information and would have made it easier to clarify unclear answers of participants. Regarding the dimensions and operationalizations of these dimensions, it would have been helpful to be able to ask clarifying questions, especially as responses were often quite short. However, while planning this study, some researchers had expressed their reluctance regarding personal interviews due to fear of not knowing enough about this complex topic. Thus, by choosing anonymous online surveys, we aimed at increasing the response rate. Nevertheless, there was a considerable amount of invited experts who did not participate in the study, limiting the generalizability of the results. Generalizability might also be limited by the fact that few participants had a background in medicine. Anecdotal evidence through personal communication (with IS) suggests that these researchers might have felt they knew too little to answer the questions or that they found them difficult to answer. Furthermore, although we did cross-check the questions with two senior researchers who are experts in the field, we did not do a larger-scale pilot testing of the questions to assess the clarity within the questions (especially regarding the term "operationalization"). A future study should certainly put more emphasis on this issue, in order to obtain more interpretable data. Furthermore, future research should focus on disentangling attitudes and behavioral aspects of patient-centeredness.

Conclusion
==========

All in all, this study has shown that the theoretical and conceptual fuzziness found in the international literature on patient-centeredness is partly reflected in the conceptualizations of German researchers working in this field. This shows the necessity for developing an integrative model on patient-centeredness that systematically takes into account the broad variety of definitions and models found in the international literature. We are planning to realize this in a next step,[@b33-ppa-8-1153] in which we also plan to involve international experts (researchers, clinicians, and patient representatives) in an online Delphi survey. Such an integrative model can be used to identify gaps in the measurement of patient-centeredness. The development of such a model, together with ongoing research by other groups, is necessary for moving the field of measurement forward, which could lead eventually to a greater international comparability of research results. This again is a prerequisite for a large scale implementation of patient-centeredness into health care.
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###### 

Questions included in the survey[\*](#tfn1-ppa-8-1153){ref-type="table-fn"}

  ------------------------------------------------------------------------------------------------------
  What does the term "Patientenorientierung"[\*\*](#tfn2-ppa-8-1153){ref-type="table-fn"} mean to you?
  Which dimensions do you subsume under the term "Patientenorientierung"?
  How would you operationalize each of the named dimensions?
  How would you translate the term "Patientenorientierung" into English?
  Which references on the topic of "Patientenorientierung" are most important to you?
  ------------------------------------------------------------------------------------------------------

**Notes:**

Translated from German to English for the purpose of this paper

Patientenorientierung is the German word most often used to describe the concept that is known as patient-centeredness in the English language.

###### 

Characteristics of participants

                                                            n=38                  Percentage
  --------------------------------------------------------- --------------------- ------------
  **Sex**                                                                         
  Female                                                    20                    52.6
  Male                                                      18                    47.4
  **Age, years**                                                                  
  Mean (SD, range)                                          43.0 (11.7, 26--67)   
  **Professional background (multiple answers possible)**                         
  Psychology                                                25                    65.8
  Sociology                                                 7                     18.5
  Medicine                                                  6                     15.8
  Other                                                     2                     2.6
  **Professional experience, years**                                              
  Mean (SD, range)                                          13.1 (10.6, 1--40)    

**Abbreviation:** SD, standard deviation.

###### 

Translations of the German term "Patientenorientierung" into English

  Translation given           Frequency[\*](#tfn4-ppa-8-1153){ref-type="table-fn"}
  --------------------------- ------------------------------------------------------
  Patient orientation         14 (34%)
  Patient-centeredness        13 (31%)
  Patient participation/SDM   4 (9%)
  Empowerment                 2 (5%)
  Other term                  3 (7%)
  No answer                   6 (14%)

**Note:**

Several participants gave more than one translation, resulting in 41 translations.

**Abbreviation:** SDM, shared decision-making.
